Introduction
Maximising people's social and community participation following an acquired disability is an important role of occupational therapists (Roley et al., 2008) . However, Barclay, Lentin, McDonald and Bourke-Taylor (2017) identified that there are few studies that have explored the return to social and community participation following non-traumatic spinal cord injury (Barclay et al.) . Non-traumatic spinal cord injury (NTSCI) is defined as damage to the spinal cord due to pathology such as spinal cord myelopathy, infection or transverse myelitis (Guilcher, Parsons, Craven, Jaglal & Verrier, 2016) . Incidence of NTSCI in Australia and other developed countries has not been consistently recorded partly due to the fragmented way in which people with NTSCI receive rehabilitation services (New, 2006) , and also due to the lack of standardised International Classification Diagnostic (ICD) codes for people with NSTCI (Guilcher et al.) . However, recent data shows that NTSCI is increasing in developed countries representing more than 50% of all those living with acquired SCI (Noreau, Noonan, Cobb, Leblond & Dumont, 2014) . This means that more occupational therapists will be involved in the rehabilitation of people with NTSCI in the future. People with NTSCI are usually older, are equally likely to be female, and more commonly experience incomplete paraplegia, and age related comorbidities (Guilcher et al., 2010; Noreau et al.) . In Australia, people with NTSCI are not usually admitted to dedicated specialist spinal units such as people with traumatic spinal cord injury (TSCI), resulting in poorly coordinated care (New) , and lack of information regarding their long-term health and wellbeing outcomes.
SCI can be a devastating experience, involving motor and sensory impairment that may result in reduced independence, and changes to the ability to participate in meaningful roles and activities outside the home (Barclay et al., 2011; Whiteneck et al., 2004) . The initial transition home from hospital can be a difficult time for people following SCI, as they are removed from the safety of the hospital environment, with the associated physical and social supports, and plunged into environments that can be very challenging for people with disabilities (Nunnerley, Hay-Smith & Dean, 2013) . Due to the lack of specialist NTSCI rehabilitation services, potentially people with NTSCI are not as well-prepared for the realities of how their lives will change as those with TSCI. In order to better understand the community rehabilitation needs of people with NTSCI, more information regarding their experience of returning to social and community activities is necessary.
Qualitative studies exploring people's experience following TSCI have found that an adjustment process occurs after the injury. This process has been variously outlined as an experience that occurs in stages (Chen & Boore, 2008) , as a journey (Clifton, 2014) , and as a process involving adaptation (Price, Stephenson, Krantz & Ward, 2011). Dibb, Ellis-Hill, Donovan-Hall, Burridge and Rushton (2014) conducted focus groups with 21 people regarding their experience of living with SCI. Four themes relating to adjustment and coping with SCI were identified; these were managing goals and expectations, comparison with others, feeling useful and acceptance. Hammell (2004) found that following high SCI there was a process of refocusing values and reestablishing a view of the self as able and valuable following the injury. The participants in these studies were people with TSCI. No studies were identified that specifically explored the experience of returning to social and community participation following NTSCI, and whether a similar process of adjustment occurs to that of people with TSCI. The findings presented here are from a larger study that explored the experience and meaning of social and community participation of people with TSCI and NTSCI. Other parts of this study have been reported elsewhere (Barclay, McDonald, Lentin & Bourke-Taylor, 2016; Barclay et al., 2017) . The aim for this part of the study was to explore the experience of returning to social and community participation following NTSCI. The research question was: How do people with NTSCI experience returning to social and community participation?
Methods

Design
Qualitative methods were used consistent with the constructivist paradigm underpinning this study (Patton, 2015) . Semi-structured interviews and thematic data analysis (Braun & Clarke, 2013; Creswell, 2013) were utilised to answer the above research question. Ethics approval was gained from the appropriate university and health network human research ethics committees.
Strategies were incorporated into the research design to maximise the trustworthiness of the study (Lincoln, Lynham & Guba, 2011) . Credibility was achieved by including data from field notes taken during and immediately after the interviews, and reflective journaling. In addition regular discussion occurred within the research team throughout the data collection and analysis process. Dependability was achieved by maintaining an audit trail recording research activities and decisions taken at each step of the research (Patton) .
Sampling
Purposive sampling was utilised to recruit people who were living in the community with NTSCI, aged between 18 and 85 years. Victorian SCI organisations were contacted to place advertisements in their newsletters and online. In addition, the first researcher attended the outpatient clinic attended by people with NTSCI at one of the main metropolitan health services, and approached potential participants with information regarding the study, inviting them to participate. Due to the need to answer sometimes complex questions, inclusion criteria required English as the primary language, and exclusion criteria included coexisting diagnosed brain injury or intellectual disability. In order to gain a broad understanding of the experience of people with NTSCI, people of both genders, of different ages, with different employment backgrounds, varying lengths of time since injury, and varying types and causes of spinal damage were sought. Recruitment continued until no new themes or sub-themes were identified in the data (Braun & Clarke, 2013) . Seventeen people with NTSCI were interviewed. There were eight women and nine men. The average age of onset of injury 55.8 years, with a range of 6-76 years. Time since spinal damage: less than 2 years (n = 4), 2-5 years (n = 5), 5-10 years (n = 6), and more than 10 years (n = 2). Six participants had spinal infections, four had triple aortic aneurysms, three had blood clots, two had experienced transverse myelitis, one had spinal stenosis and one had spinal myelopathy.
Data collection
Semi-structured interviews were conducted by the first author in the participants' home, the total interview taking between 45-70 minutes. Questions related to the part of the study reported here are outlined in Appendix I. Interviews were digitally recorded and later transcribed verbatim. Following the first phase of data analysis, a newsletter summarising the findings was sent to the participants for review, as a form of member checking (Creswell, 2013) .
Data analysis
Data were thematically analysed to inductively identify codes and categories using a constant comparative approach (Braun & Clarke, 2013; Creswell, 2013) . Codes that had similarities were categorised, and then discussion of these categories occurred among all the authors to enhance the rigour of the findings (Patton, 2015) . There was a cycle of review, reflection and discussion until no new categories emerged. Finally, these categories were organised into themes or stages according to particular areas of adjustment identified in the data.
Results
The process of returning to social and community participation following NTSCI was identified as occurring in three main stages; withdrawal, re-emergence into society and stability. Each stage consisted of adaptation and adjustment in a number of identified areas. These were: adaptation and adjustment in relation to independence; to the experience of being out in public; to social networks; to participation in productivity roles; and to expectations regarding satisfactory social and community participation. Many of the participants had developed or were developing strategies to manage the adjustments they needed to make.
First stage -Withdrawal
Staying home
Immediately after returning home from hospital it was common for people to withdraw from society as they came to terms with their new situation. Karen said: "When I first came home, I guess I liked to be by myself a bit more, to adjust." When discussing this stage, participants reflected on the development of mental health issues including depression, anxiety and in some cases suicidal thoughts. Simultaneously, there was a tendency to prioritise physical recovery over other activities. Exhausting all avenues of physical improvement was needed before being ready to adjust to a new physical reality, and from there to re-engage with society in a new state. This often continued for a number of years after the initial injury. George, Arthur and Valerie were still very involved with physiotherapy and focussed on improving their physical function. Valerie said: "Most days I'm trying to get into the habit of at least doing an hour's exercise. We've got a gym set up in one of the rooms -trying to get a few things going."
Lost independence
Early on after coming home from hospital, there was a need to adjust to a loss of independence in relation to community participation. Seven of the 17 participants relied on their spouses to drive them, to assist them to get in and out of the car, to load the wheelchair in and out of the car, to carry equipment and sometimes to push the wheelchair over obstacles. Peter, Bert, Roy and Shanti found this new dependence a significant challenge that they were still adjusting to. There were feelings of guilt or conflict about having to rely so much on others and the feeling of being a burden. Bert, who lived in the country, talked about the extra work that his disability meant for his wife. He said: "But at the moment I haven't got my licence, so I'm dependent really on June being able to drive me around. I try to limit her, my demands on her as much as I can within reason."
An internal conflict existed between acknowledging the need to accept help from others, while being dissatisfied with the type or quality of that help. When speaking about taking a portable ramp out with him George said: "Others would have to do it [set up the ramp] and they don't always listen to you do they? You may see the problem, but they may not necessarily do it the way you want."
Loss of meaningful roles
A number of the participants, particularly the men, were forced to stop paid work after their NTSCI. Adjustment to the loss of a meaningful role that provided mental stimulation, and the opportunity to give back to other people, was very difficult for participants, and impacted their identity and mental health, particularly early on after returning home. George, who had been in a wheelchair for 2½ years at the time of the interview, was struggling to find something that would enable him to obtain the same mental stimulation and sense of purpose as his previous work as a selfemployed manufacturer.
"My biggest contribution has been the training and the employing of others, and of course, like, you're self-employed, your making-doing-yeah, in manufacturing, you continually have to innovate . . . But in a wheelchair it cuts you off completely immediately and all of a sudden, bang. Everything. Yeah, everything, what you used to. So I better not think about it." Samantha was aged 52 years when she had her first transverse myelitis attack. At the time she was working © 2018 Occupational Therapy Australia PARTICIPATION FOLLOWING NON-TRAUMATIC SCI full-time as a social worker, but due to fatigue issues was no longer able to manage full-time work. She tried to return to work, but ultimately had to resign from that role. She then tried other forms of paid employment, but was not able to manage these due to fatigue and barriers at various workplaces. Samantha explained that she reached a point of adjusting to the fact that paid work was no longer possible for her.
Lost social contacts
Losses and changes to social networks occurred in the early stages after returning home. Some people found that their friends no longer visited or invited them out, as Bert described: "Until recently I've been more or less isolated. I must admit that over the last year there have been times when I've been quite lonely." Simultaneously, there was loss of social networks as a result of no longer being in paid work. For example, George spoke of the active involvement he had in the social life of his employees prior to his spinal damage. However, after the NTSCI there was a lack of social contact: "No, generally people don't contact you [after injury], well don't get in touch with you."
Second stage -Re-emergence into society
Going out in public
After the first stage there was a gradual re-emergence into society, when participants slowly tried new things, and pushed themselves to get out of the house. When attempts at social and community participation were successful, people felt encouraged to push themselves further and try more new activities. An integral part of this stage was gaining an understanding of what they could and could not do, and adapting to those changes or limitations. For example, some participants used motorised scooters to enable community mobility, while others completed community based tasks in the morning when they were not as fatigued. However, for some participants, the difficulties associated with being out in the community were too challenging and significantly impacted on their satisfaction with going out. Difficulties included bladder and bowel accidents, and the negative reactions of members of the public to their wheelchair use. For example, Shanti said: "One day I went out and had an accident, and I had to change my clothes and everything. It is a worry."
Finding new meaningful roles
Part of the second stage was adjusting to the loss of previous roles, and replacing these with new roles that provided the same sense of meaning or purpose. For example, Samantha who was no longer able to manage paid employment decided to use her skills to do voluntary work. She said: "I'm thinking now I'll go back and do voluntary work. I'm interested in doing disability work and . . . because I know [laughs] a lot about it now." Nancy developed a blood clot in her spinal cord following an epidural at age 76 years. While always very active in the community, after her rehabilitation she became a volunteer at a local not-for-profit organisation. Nancy clearly articulated the importance of being engaged in a meaningful role in the community. She said: "It gets you out of the house, keeps you in touch with people, and you are doing something useful for the community."
Finding new social networks
For some participants, the experience of having a NTSCI offered new social connections such as developing friendships with paid carers, which was the case for Roy. He described how close he had become to one of his male carers. "He's also got problems of his own but they come to the house, they make themselves at home. We try to make them part of the family. I mean, when my son died, my carer was there and we cried together. It was quite unbelievable how emotional it was and he is just terrific."
The need to have contact and support from other people who had similar experiences was important for some people. Samantha found the internet particularly helpful to connect with other people with transverse myelitis (TM). She found someone else with TM in her own city through an international website, and then they met up in person. She found this enormously helpful as she felt there was a lack of understanding among medical and rehabilitation professionals about TM. Samantha said, "It was a relief to find someone else to talk to that sort of could understand, because it's really, really hard with the hyper-sensitivity and all the nerve pain."
During this stage, dissatisfaction with lack of social connectedness led to actively seeking ways to develop new social networks for some people. Bert and George were investigating joining their local Men's Sheds to find new male friendship groups. Bert said: "So I've recently joined a Men's Shed and I'm enjoying that. And I think it's critical for your wellbeing to have that outside contact, I've missed it and I'm now enjoying sort of making moves to do more and more outside of the property, outside of home."
Third stage -Stability A third stage was evident as people adapted and adjusted to the early challenges and then attained a level of relative satisfaction and stability with their social and community participation. To reach this stage, participants had developed strategies to manage some of the barriers previously encountered, for example, negative public reactions. Harry described how he manages difficult people. "First thing you have to do is bite your tongue, because it's a terrible thing but you're representing other people with disabilities. If you're grumpy the first thing they'll think is "Oh all them bastards in wheelchairs, they're all rude."
In order to feel satisfied with their social and community participation people adjusted their expectations to find new ways to participate. Loss of the ability to go somewhere spontaneously due to the restrictions of their disability was a phenomenon that many grappled with. Planning ahead in relation to wheelchair access, location of toilets, what equipment was needed and planning for the impact of personal care routines, was required to achieve satisfactory participation in the community. June summarises her experiences.
"You have to learn where you can and can't go and how to get by in those places. We have different strategies for different places. We have a commode which we take to places. . .. It just makes you think about it. It doesn't stop me from going, but I've really got to think about where I'm going. You think, okay, do I really want to go there? No matter what we do, we've always got to be thinking ahead."
Having to plan so much reduced the pleasure associated with community participation for some, but for others there was a sense of pragmatism, that at least they could still get out and enjoy life. Margaret had a great interest in the arts, and regularly attended recitals, the theatre and opera. Even at 75 years and using a walking frame, she embraced life and had become very adept at planning how she would get to performances on public transport, where toilets were located and what she needed to take with her. Some participants expressed frustration that often information accessed via the internet or from organisations was not always accurate. Harry said: "The problem is you cannot rely on phoning up or even going online unless you know the service that you're looking at and to know whether they're telling you the truth or not."
Discussion
This study highlights the adjustment process that the participants experienced during the process of returning to social and community participation following a nontraumatic spinal cord injury. Stages of adjustment were experienced, the first stage was withdrawal from society, followed by a second stage of re-emergence into society, and finally for some people a third stage of relative stability. Examination of the TSCI literature reveals that an adjustment process also occurs for people following TSCI. Price et al. (2011) concluded that people undergo a social-emotional adaptive process following a SCI, and identified a number of strategies to assist with this adaptation. Chen and Boore (2008) in a grounded theory study identified three stages following TSCI. These were: (i) A catastrophic life event, (ii) Confronting challenges, and (iii) Moving forward or withdrawing from society.
It has been identified that the first 2-5 years following TSCI is the time when most adjustment occurs (Nunnerley et al., 2013) . The first stage identified in this study -that of withdrawal -is reflected in the TSCI literature. Price et al. (2011) found that the first year following TSCI was a time of significant adjustments for the participants in their study, as they learned to manage other peoples' attitudes towards them and how to reciprocate in relationships. In our study, participants who were still in the first stage of adjustment tended to prioritise their physical recovery over reengaging in social and community activities. Physical recovery has been linked to hope and optimism (Angel, Kirkevold & Pederson, 2009) , and focusing on this can be a helpful strategy early on after injury. However, it may be counterproductive the longer the time since injury, as the focus on physical recovery can cause delays in people developing alternative social and leisure activities, resulting in social isolation once the hoped for recovery has not occurred (Nunnerley et al.) . This period of focus on physical recovery may be extended for people with NTSCI, who are more likely to experience an incomplete injury, with physical and sensory improvements continuing for many years. During the first stage of adjustment, the participants in this study also reflected on the need to adjust to a loss of independence, and the conflict they experienced between needing help and not wanting to be a burden. People who experience NTSCI tend to be older, and therefore are likely to require more assistance compared to younger people with TSCI, potentially making this a more challenging process.
The second stage in this study -re-emergence into society -was characterised by adjustment to the loss of previous roles, and adaptation through finding new meaningful roles, and establishing new social contacts. Price et al. (2011) reported that the TSCI participants in their study were initially passive in their social encounters, but over time found ways to be more comfortable in their interactions with others. In our study, some differences in this process were observed between the male and female participants. The men experienced reduced social contacts that they previously had through paid work, and in the early stages found it very challenging to adapt to these losses. The women, however, were more likely to sustain previous relationships and adapted more easily to find new social networks, even if they were no longer in paid work. This finding is similar to Isaksson, Sk€ ar and Lexell (2005) who found that following SCI (NTSCI and TSCI) the women's networks changed substantially, but that gradually the women adapted to the changes, including accepting more social support and learning to accept help from people in their networks. None of our participants spoke of receiving support from peer workers, yet the important role that peer workers play in assisting people with TSCI to visualise a positive future is welldocumented (Boschen, Tonack & Gargaro, 2003; Price et al.) . Provision of additional support through connections with peer mentors may be of value, and more research into the role that peer workers can play with people following NTSCI is needed.
Occupational therapists can facilitate adaptation in this second stage of adjustment, by providing strategies to assist the return to social and community based activities of meaning, and to provide new social networks to replace those that may have been lost. They can also facilitate their clients to adjust their expectations or modify the value or importance they place on certain activities or roles, for example, placing less importance on physical abilities, and more on interpersonal relationships (Isaksson, Josephsson, Lexell & Sk€ ar, 2007) . By taking clients out into the community, occupational therapists can work with them to solve problems and identify strategies to overcome encountered barriers (Price et al., 2011; Ward, Mitchell & Price, 2007) , assist them to redefine what satisfactory participation is for them (Schwartz, Andresen, Nosek & Krahn, 2007) , and set achievable client-centred goals that will lead to a sense of accomplishment. Occupational therapists can also encourage their clients to be organised, to plan ahead, and to view barriers as manageable challenges (Van De Ven, Post, De Witte & Ven Den Heuvel, 2008) .
Most of the men in our study were adapting to huge changes to their lives, not only experiencing NTSCI, but being forced into early retirement and thereby losing their productivity roles. Participants that were eventually able to contribute to the community through volunteer work or advocacy felt useful and valued. This finding is consistent with other qualitative studies conducted with people with TSCI that found reciprocity or giving back to others in society was highly valued, made participants feel less dependent (Hammell, 2004; Van De Ven et al., 2008) , and contributed to self-worth (Price et al., 2011) .
The final stage of adjustment -that of relative stability and satisfaction with social and community participationoccurred once participants had successfully modified previously held ideals or expectations regarding their social and community participation, and adjusted their values accordingly. This finding is similar to that of Hammell (2004) whose participants described a re-focus of values that led to a change in their priorities following high SCI. In our study, June had adjusted to the loss of spontaneity, and adapted by planning ahead in order to participate in the activities she valued. Occupational therapists with their specialist knowledge of activity analysis and environmental modifications, are well-placed to assist clients to problem solve ways to enable participation, for example, through the use of assistive technology or modifying how an activity is completed (Rochette, Korner-Bitesnsky & Levasseur, 2006) . Similarly, occupational therapists can assist clients to redefine what satisfactory participation is for them, and set achievable client-centred goals that will lead to a sense of accomplishment.
Conclusion
By using a qualitative approach, this study adds to the understanding of the adjustment process experienced by people following NTSCI when they return to living in the community. While findings parallel those of studies conducted with people with TSCI, there are some differences that warrant further consideration and investigation. People who experience NTSCI tend to be older, potentially requiring them to be more reliant on others for assistance with social and community participation. In addition they are more likely to have incomplete injuries, with recovery occurring for many years, further impacting their adjustment to the changes in their social and community participation. These differences highlight that different approaches may be required from occupational therapists and other health professionals working with people with NTSCI as they transition home, to those used with people with TSCI. Such approaches include assisting people with NTSCI to modify their expectations regarding how they will participate in the community, assisting them to find new meaningful roles, and facilitating the development of new social networks to replace lost ones.
